[TonuTrka koHbHUAEHIIMATLHOCTH caiiTa http://mukoviscidoz.org/
Bamm ganuble 3amuiieHsl. Mbl He iepe1acM UX TPETHUM JIMLAM

1.Coop undopmanmm

MsI cobupaem nHpoOpMaIHio, KOTJa BbI 33/1aeTe Bonpoc yepe3 ¢popmy Bompoc-OTBer miu uepes Gpopmy
oOpatHo¥ cBsizu. MHbopMaIus BKIIIOYAET Ballle UM, aJpec AIEKTPOHHOU MOYThI, HOMEp TenedoHa.
Kpome Toro, Mbl aBTOMaTH4ECKU PErUCTPUPYEM Balll KOMIIBIOTEp, BKIto4ast IP.

2. Vcnonb3oBanue uHbOpMaImu

Nudopmanius, KOTOPYIO MbI IOJIy4aeM OT Bac, MOXKET OBbITh UCIOJIb30BaHa, UTOOBI:
- Chenarb yciayru COOTBETCTBYIOIIMMU BalllUM WHIMBUIYaJIbHBIM 3alIpOCaM

- VIIy4muTh Halll CauT

- YIIy4dIuTh CUCTEMY TIOJIJIEPIKKHU MOJIb30BaTENeH

- CBs3aTbCs ¢ BaMU 110 AJIEKTPOHHON MOUTE

- YCTpOuTh akiMio, KOHKYPC WM OPraHU30BaTh HUCCIEIOBAHUE

3. 3amuTa JMYHBIX JaHHBIX MPU OHJIANH-TIpoaxax

MBI HEe y4acTByEM B OHJIAMH-TIPOAAKAX.

4. PackpeITre HHGOPMALIUN TPETHUM JIHLIAM

Mpl1 He ipoaeM, He OOMEHMBAEM U HE NIEPEIAEM JINYHbIE JAHHBIE CTOPOHHUM KOMITAHUSM. JTO HE
OTHOCHUTCS K HaJIe)KHBIM KOMITaHUSM, KOTOPbIE IOMOI'al0T HaM B paboTe caiiTa pu YCIOBUH, YTO OHU
COTJIAIIAIOTCS COXPAHITh KOH(PHUICHIIHATLHOCTh HH(OPMAIIHH.

MBI TOTOBBI JeTUTHCS HH(POpMAIHE, 4TOOBI IPEAOTBPATUTH MPECTYIUICHUS WIIK TIOMOYb B X
paccie0BaHNH, €CIIH peyb UJIET O MOA03PEHNH Ha MOLIIEHHUYECTBO, AEUCTBUAX, (PU3NUECKU
yrposKarouux 0€30MacHOCTH JIt0J1eH, HApyIIEHUSIX MTPaBUJI MCIIOJIb30BaHMsI UJTH B CITy4yasix, KOTAa 3TO
IIPEAYCMOTPEHO 3aKOHOM.

5. 3amura nHpopmMauu

MBI HcTioNb3yeM pa3InyHble CpesicTBa 0€30MaCHOCTH, YTOOBI TAPAHTUPOBATh COXPAHHOCTH BaIlIUX
JTUYHBIX JaHHbIX. K BammMm yciayram camoe coBpeMeHHoe mudpoBanue. VpnMentor Takxke 3aMIIAeT
BalllM JaHHbIE B pexuMe odduaiiH. ToabKO T€ COTPYIHUKH, KOTOpbIE pab0Tal0T C KOHKPETHBIM
3aJlaHueM (HaIllpuMep, TEXHUYecKasl MOJIep KKa WM IPOBEACHHUE OIUIAThl) OJY4YaloT JOCTYI K TUYHBIM
naHHbIM. CepBepa 1 KOMIIbIOTEPHI, Ha KOTOPBIX 3amKcaHa KOH(UAeHIMaIbHas MH(QOpMAIHsl, HaXOATCs
B 0€30MaCHOM OKPYKEHUU.

Hcnonb3oBanue daiinos "cookie"

Hamw ¢aiiner "cookie" ucnonb3yroTest 11 yiy4llIeHHus JOCTyIa K CAlTy U ONpeIesIeHUs] TOBTOPHBIX
nocerienuii. Kpome Toro, oHM 1Mo3BOJISIOT OTCIEAUTH HauOoJIee HHTEpECYIoIIHe 3apochl. Dailiibl
"cookie" He mepenarT HUKAaKy0 KOH(UICHIIMATbHYIO HH(POPMAIIHIO.

6. OTKa3 OT MOOIIHUCKHU

MBI UCTIONTb3yeM TOJBKO DJIEKTPOHHYIO TIOUTY, YTOOBI MPEOCTaBUTh BaM WH(POPMAIIUIO IO BallleMy
Bonpocy. Bee (hopMbI MOANMCKY OCYIIECTBISIOTCS HA HAILLIEM CaliTe TOJIBKO Yepe3 CTOPOHHUE



COLIMaJIbHBIE CEPBUCHI, KOTOPHIE B CBOIO OUEPE/Ib TAK)KE FApaHTUPYIOT KOH(PUACHIINAILHOCTh BaIINX
naHHbIX. Ecnu BeI jkenaeTe 0Tka3aTbest OT MOAMKUCKHU, TO MOXKETE BOCIIOIB30BaThCs CIIEIUATbHBIMU
MHCTPYMEHTAMH COLIMAIbHBIX CETEH.

7. Cornacue
[Tonp3ysce ycayraMu Halero caiTa, Bbl aBBTOMATUYECKH COTJIAIIAETECh C HAIEH MTOJUTUKON
KOH(UIEHIINATbHOCTH.

B ClIy4a€ U3MCHCHUA ,HaHHOfI INOJIMTHUKH KOH(i)I/II[eHHI/IaJ'IBHOCTI/I BbI CMOXKETEC IIPOYUTATH 00 3THX
H3MEHEHMAX Ha dTOH CTpaHUIC UK, B 0COOBIX ClIydasx, IOJIy4uThb YBEAOMJICHUC HA cBoit e-mail.

JI1st CBSI3U ¢ aIMHHUCTPATOPOM CaiiTa I10 JIF0OBIM BOIIPOCAM BBl MOXKETE HAIMKCaTh MMCHMO Ha e-mail
mukoviscidoz.org@gmail.com



